EXECUTIVE SUMMARY

Introduction:
At least 670,000 people in England have dementia and this number is set to double in the next 30 years. It is estimated that at least 550,000 people act as primary carers -this by no means reflects the number of children, extended family and friends whose lives are also affected. Caring for a loved one with dementia is one of life's hardest challenges. Despite their numbers and needs, carers often care alone. Support is too often provided late and focused on costly and stressful crisis management. This needs to change.
Why we need a Call to Action now
Carers saved the UK economy £7 billion a year and deserve a better deal.
• The rapid increases in the numbers of people living with dementia and those that care for them mean that current models of support are unsustainable.
• New commissioning structures and an agenda to increase integration and localisation of services provide new opportunities to deliver better more cost-effective support services.
• Mounting research demonstrates the value of supporting carers both to the person with dementia and to the efficient use of scarce public resources.
What is the Carers' Call to Action
Leading national charities, public bodies and private providers are coming together to meet this challenge through the Carers' Call to Action. They will be providing a coherent, coordinated and concerted response to this intolerable situation.
Phase 1
The Dementia Action Alliance will approach Health and Wellbeing Boards across England to highlight the importance of carers of people with dementia and ask them to sign up to our shared vision below:
Carers of people with dementia:
• have recognition of the unique experience of caring for someone with dementia
• are recognised as essential partners in care -valuing their knowledge and the support they provide to enable the person with dementia to live well
• have access to expertise in dementia care for personalised information, advice, support and coordination of care for the person with dementia
• have assessments and support to identify the on-going and changing needs to maintain their own health and well-being
• have confidence that they are able to access good quality care, support and respite services that are flexible, culturally appropriate, timely and provided by skilled staff for both the carer and the person for whom they care
Phase 2
The Dementia Action Alliance will work with leading Health and Wellbeing Boards to create a picture of what excellence in carer support looks like. This will form the basis of a star rating system against which all carers can judge the performance of their area.
What you can do?
• Write to your Health and Wellbeing Board and ask them to sign up to the shared vision
• Sign-post the Carers' Call to Action team to examples of carer support that works well in your area
• Join the Carers' Call to Action and align your work programme to fellow DAA member carer initiatives
Simon Kitchen
Executive Lead -The Dementia Action Alliance November 2013
IMAGINE
Imagine the loneliness when the person closest to you no longer remembers your birthday or their own.
Imagine when they stop recognising the home you've shared for many years, cannot recall key memories of your life together -and one day perhaps they don't even know you or their own children.
Imagine continuing to love and care for them on your own every day all day, when those looking on from outside don't notice or understand any change.
Imagine doing your best to keep them safe and well, when they can't see or accept their own vulnerability and may be antagonistic to your efforts or sometimes lash out.
Imagine when friends and family stop coming round, because they can't cope with the changed "atmosphere", don't know what to say, are embarrassed, offended, or scared by unpredictable behaviour.
Imagine when bodily functions can no longer be controlled.
Imagine trying to communicate when the person you care for reverts to their original ethnic language or stops talking altogether.
Imagine when parent becomes child, partner becomes patient, you become a carer.
Providing timely support, information and respite can make the difference between swimming and drowning.
INTRODUCTION BY ALISTAIR BURNS (NHS ENGLAND'S NATIONAL CLINICAL DIRECTOR FOR DEMENTIA).
I am privileged to support the Dementia Action Alliance -The Carers' Call to Action.
We have a rich research and evidence base for the need to support carers of people with dementia and we must now be creative and flexible and take action (In using the term 'Carer' I am referring to the estimated 550,000 unpaid family or friends who have a caring role -one in three of us will care for a person with dementia in our lifetime.)
A diagnosis of dementia is given not just to one person -it is given to a spouse, a partner, a child, the extended family and friends. It is important to remember that every time a diagnosis is made it is life changing. It is therefore vital that everyone has timely access to bespoke post diagnosis support and information on an on-going basis.
Simply giving information is often not enough and people providing the information will need to recognise that the needs of an individual will change; their ability to cope will alter and this commitment must be for the entire dementia journey.
The emphasis on support for carers is rooted in the fact that the latest research highlights that caring for a person with dementia is recognised as one of the most stressful care-giving experiences. Every day I meet people and am humbled by their stories. Frequently I hear carers say that they would have coped better or they would have treated people differently if they had only just understood what dementia is. People without support may unknowingly drift into crisis and one recent report suggested that 77% of families experience relationship or emotional upset within the 18 months after diagnosis.
The Carers' Call to Action will highlight a number of issues where life, dignity or sense of self-respect is put at serious risk in a caring role. It will provide examples of good practice and, solutions (often very simple and inexpensive initiatives), which can enable carers to access local information and support as needed. The Case for Change:
The CC2A is responding to a challenge we can no longer afford to ignore. We will be supporting everybody, working in partnership across all organisational boundaries, to ask the right questions, explore examples of good practice and find solutions to address the needs and rights for family carers of people with dementia. 
In order to continue their caring role, carers need timely breaks that meet their needs as well as the person with dementia -"It is mentally exhausting, and I am stuck in 'Groundhog
Day' as every day is the same, draining grind, with no change in sight for the future. I feel my life is over. Time out is what I need.''
'Triangle of Care'
The Carers' Call to Action supports the Articles of Human Rights, which are fundamental benchmarks that must be adhered to. Human Rights law imposes duties on the state and on those who provide services to ensure that carers and the people they care for are treated fairly and with proper respect for their dignity.
The key rights for Carers are:
Article 2 -Right to Life -for example:
• Breaches of right to life may occur when a judgement is made that because somebody has dementia or is an older person medical intervention is withheld.
Article 3 -Right to be free from inhuman and degrading treatment
• Carers lacking support who suffer from severe physical or mental health illness as a result of caring (NB when the authorities know about it)
Article 8 -Right to respect for private and family life, home and correspondence -for example:
• Carer's own health needs -physical and mental well-being
• Carer's loneliness and isolation -being able to participate in life in the community
• Carer's Choices -to be able to make choices about the things that affect you
• Carer's relationships -maintain and establish relationships.
(Your Human Rights -A Pocket Guide for Carers-BIHR 2012)
Social Outcome Return on Investment:
The situation is not sustainable. Dementia already costs the UK economy £23 billion a year, but carers of In order to achieve a better quality of paid care it is essential that the care workforce receive appropriate dementia training and training in care, compassion and empathy. The new strategy for nursing, midwifery and caregivers focuses on relationship based care across the whole care system. The strategy highlights the 6Cs:
care, compassion, competence, communication, courage and commitment. Improving the quality of paid care will increase the confidence for paid care services to be used for respite and personal care needs. 
Our shared vision:
Leading charities, public bodies and private providers have come together to bring about a crucial change for family carers of people with dementia. We must continue to work together to turn our shared vision into reality.
Carers of people with dementia:
• have recognition of their unique experience -'given the character of the illness, people with dementia deserve and need special consideration... that meet their and their caregivers needs' (World Alzheimer Report 2013 Journey of Caring)
These five ambitious aims will bring about real and lasting change. When this is achieved, we will ensure carers are acknowledged and respected as essential partners in care, and are supported with easy access to the information and the advice they need to assist them in carrying out their role.
Achieving our shared vision we will:
Have a major impact on people with dementia and family carers.
Increase choice and quality of life. Reduce the risk of expensive and distressing crisis intervention. We need your support. Join us to make it happen -The Carers'
Call to Action will support you! Share our vision!!
MILESTONES
• By March 2014 CC2A will engage with all Health and Wellbeing Boards, Clinical Commissioning
Groups and Local Government in England to make a commitment to our shared vision. We will provide support, resources, examples of good practice and solutions.
• By March 2015 two thirds of Health and Wellbeing Boards, Clinical Commissioning Groups and Local Government in England will recognise the importance of support for carers of people with dementia. Local areas will be awarded star ratings by the CC2A based on demonstrating measurable actions in line with the five aims of OUR SHARED VISION
• CC2A will produce a free booklet highlighting the key issues, questions and actions everyone can take within their local community to support the needs of carers of people with dementia.
• CC2A will ask individuals and organisation to 'sign up' to commit to 'our shared vision'
Context
The Prime Minister made his personal commitment to improve the lives of people living with the condition in his Challenge on Dementia (DH 2012). We strongly believe that we now need to focus on the need of carers with people with dementia. If carers have the right support, the quality of life of people with dementia will greatly improve.
We know that there are good and often inexpensive solutions delivering the services that are needed to bring about significant and lasting change. We do not need to re-invent the wheel -we need to join up the dots.
In order to attain our shared vision we need to propose solutions, which will make it achievable.
The DAA absolutely needs to be one united body to drive this regardless of organisational and political boundaries -the message has to come from and represent all members in partnership.
• Dementia is a national priority for the coalition government -Prime Ministers
Challenge on Dementia with cross-party support.
• Supporting carers of people with dementia is crucial for maintaining both the wellbeing of the carer, the person with dementia and reducing the financial cost on local public services.
• Health and Well-being Boards (including CCGs and Local Authorities) are the key bodies who will shape the priorities and agenda locally.
• The DAA has over 650 national and local members, many of whom will be engaging with Health and Wellbeing Boards from a variety of different perspectives.
• • 'NHS Commitment for Carers' -a series of commitments from NHS England to ensure that carers are recognised, valued and supported.
• Public Health England and NHS England timely & post diagnosis strategy.
• Public Health Outcomes Framework -Outcome 1: Increased healthy life expectancy (including health quality) and Outcome 2: Reduced differences in life expectancy and healthy life expectancy between communities.
• NHS Outcomes Framework & Adult Social Care Outcomes FrameworkDomain Two (Enhancing quality of life for people with long term conditions) including that dementia 'diagnosis rates is not the direct measure sought, a secondary complementary measure is being developed which will measure the effectiveness post diagnosis care in sustaining independence and improving quality of life'
• Integrated Care and Support: Our Shared Commitment -a concordat signed by 14 organisations including ADASS, CQC, LGA, Monitor, NHS England, HEE, NICE, PHE, SCIE, TLAP and National Voices for a 'more integrated approach across the entire health and social care system'
• Integration Pioneers -aims to make health and social care services work together to provide better support at home and earlier treatment in the community to prevent people needing emergency care in hospital or care homes. The Integration Transformation Fund (ITF) will be available for groups of GPs, Hospitals and other healthcare providers to apply to fund new services as long as they plan to collaborate with social care providers. The money should be used for early intervention and to prevent illness deteriorating to a critical point.
• QOF -People need timely support and information to reduce the risk of crisis and therefore save the economy billions of pounds each year. There is a proposed new QOF indicator for April 2014 to actively identify family carers of people with dementia.
• Local Government Association -'Rewiring Public Services' -'recognising and supporting the crucial role of family, carers and neighbours in keeping people independent and within their community.'
WHAT WE WILL DO:
We acknowledge the unique and bespoke needs of local areas in England. Therefore believe that crucially one size does not fit all, hence the need for individual and local engagement. The DAA is well placed with over 650 members across England to provide support with local knowledge and expertise.
We aim to engage in a 'care-force' working as equals in partnership aiming to deliver the best outcome for everyone. Through Health and Wellbeing boards, Clinical Commissioning Groups and Local Government we will crucially work with local GPs, primary and secondary health and social care, private and voluntary sector.
Working with family carers we will support the channels of engagement and needs.
The DAA CC2A will engage through Health & Wellbeing Boards, Clinical
Commissioning Groups and Local Government Authorities
We will provide a cohesive package of support eager to prioritise people with dementia and those that care for them.
The support will include:
• A check list to identify baselines and suggested actions plan towards achieving our shared vision.
• A template survey to use with carers to establish baseline with follow up reviews to establish consistent data (to be used to get a more national overview in a 24 month period)
• Examples of where there are services that are commissioned / provided to support people with dementia and those that care for them, especially those that promote integration • Creative, pragmatic solutions and guidance options for example: sharing models of good practice and community infrastructure.
OUR ACTION PLAN:
Engaging with Local Health and Wellbeing Boards, Clinical Commissioning Groups and Local Government Authorities:
• Between December 2103 and March 2014 we will approach Health and Wellbeing boards (152 in England) and CCGs (211 in England) and Local Government to commit to the principles of our shared vision CC2A will ask: -
• To state that "Yes we want to support/engage with The Carers' Call to Action'. Evidence will be provided from within their strategy which meets the requirements of the five aims. At this stage this engagement will allow the use of the logo 'We support The DAA Carers' Call to Action'
And then Health & Wellbeing Boards, Clinical Commissioning Groups and Local
Government Authorities have the option to:-
• Use the free on-line and peer support to ensure they commission and support appropriate services.
Or
• Engage with The CC2A for an in depth audit of current strategy, service provision and gaps to ensure they commission and support appropriate services (funding dependent)
AND
• To work intensively with the CC2A to turn our shared vision into reality and be modelled as 
WIDER ENGAGEMENT:
A communication strategy will be developed to engage with the community at large to support The CC2A inc. Carers organisations/groups, Health and Social Care practitioners, Voluntary sector, MPs and so on and so on….
• A booklet highlighting the key issues and actions everybody can take in order to support The CC2A will be widely available throughout England by March 2014
• CC2A will engage with the community at large through social media twitter (@DAAcarers) and Facebook DAA The Carers' Call to Action to increase awareness of the needs and rights of family carers of people with dementia.
